There is a widely held view among health professionals that predictive genetic testing of children for late onset diseases is not desirable clinical practice. Yet, little is known about the views of parents, or their responses, to predictive genetic testing in their children. Since such testing is being carried out in some genetic centres, the opportunity was taken to conduct a single case study of the parents of 2 and 4 year old sisters who were tested for the gene for familial adenomatous polyposis. Interviews before testing, after, and 15 months later showed a stable attitude, that parental responsibility included making decisions about such testing, and that the role of health professionals should be one of information giving rather than decision making. These parents had no regrets about having their children tested and reported no changes in their behaviour towards either the child who tested positively or the child who tested negatively. Using standardised scales, mood was found to be within the normal range both before and after testing in the mother and father. This case study is a first step towards systematic empirical studies determining the consequences of acquiescing to parents' requests for genetic testing in their children.
The question of whether predictive genetic testing should be available for children is the subject of much debate.'2 Current practice and attitudes in Britain vary widely. 3 Although some parents are asking for children to be tested,4 there is a variation ofresponse to such requests, depending upon the view of the geneticist consulted. The consensus view of a working party set up by the Clinical Genetics Society to consider the issue of testing children at parental request was that "there should be a general presumption against such testing [where there is no direct health benefit to the child], although we recognise that circumstances may arise when testing could be appropriate." 3 Surveys of parents' attitudes show them to have more favourable attitudes towards testing children than do health professionals. In Holland, for example, 41% of 70 people at risk for Huntington's disease thought that children under 18 should be allowed to have the tests. 5 A UK study of parents from families carrying genetic translocations found that parents were generally in favour of testing being offered. 6 Of 211 children, 75 were untested. Parents of only eight of these children were against testing in childhood, with 16 undecided and 51 in favour.
The few studies that have been conducted differ in age range and condition, making general conclusions difficult to draw.
One of the best ways to resolve this question is to collect evidence through systematic studies. 7 The questions of whether and how to respond to parents' requests for genetic testing for their children should be informed by data about the effects of such testing on (1) parents' attitudes and behaviour towards their children, (2) the children, and (3) wider family relationships. While there are no experimental or large scale studies to draw upon, some children are undergoing predictive genetic testing as part of routine genetic services and hence provide an opportunity for single case studies. In this paper, we describe the experiences of one set of parents who were interviewed during the conducting of a larger study.8 This larger multicentred study is investigating the psychological impact of predictive DNA testing for familial adenomatous polyposis (FAP) upon young people aged 10 and above and their parents.
This age cut off reflects the lower age at which most clinicians feel it is appropriate to offer predictive testing, given that this is the age when bowel screening usually begins. Approval for the study was given by the relevant local research ethics committees.
At one of the genetics clinics participating in this prospective study, a couple requested DNA testing for their daughters, aged 2 and 4 years. Despite discussion of the potential problems that might arise, the couple remained adamant that this was what they wanted. The clinical geneticist agreed and asked that the family take part in the research study so that we could learn from their experiences. We report here the views ofthese parents before receiving DNA test results on their daughters, two weeks after receiving the results, and 15 months later.
The family
The father is affected with FAP and had an ileostomy and "bag" before meeting his wife. His father died from bowel cancer in his middle years because the condition was not diagnosed and treated early enough. The couple had discussed and agreed about the desirability of having their children tested before their children were conceived. Their daughters were aged 4 and 2 years at the time of testing.
Measures
Mood was assessed psychometrically by four questionnaires which were given to parents to complete at the first and third interviews. These were:
(1) Short form of the Spielberger State-Trait Anxiety Inventory.9 (2) The depression scale of The Hospital Anxiety and Depression Scale.'0 (3) Rosenberg self-esteem scale." (4) Impact of Event Scale,'2 which measures subjective stress as expressed by intrusive thinking.
Procedure
The parents were informed about the current debate on genetic testing in children and asked to participate in our study. They agreed willingly and gave written consent. The parents were interviewed by a research genetic counsellor (VM) at home, together before testing and separately two weeks and 15 months after testing. At this later follow up, the views and reported experiences of both parents were virtually identical to those 15 months earlier.
Reasons for testing
The father maintained his previous view that having the information provided by testing would help him be a good parent.
(Father) "You have to be prepared, and you can't go walking into an exam without learning all the subjects you need to learn first and, it's the same in life. And if you've got all the information it makes it easier. Why make hard work for myself in years to come, when she asks that question, by not knowing. And she's looking at you and thinking 'bloody hell, you're my parent, why don't you know? You're meant to know the answers'." The mother said she wanted to know because it was possible to know and because it would be helpful in being more aware of watching for signs in the daughter with high risk results.
Parental v professional decision The father was still angry about the way he had been treated by his doctor when he was younger, especially being denied information.
(Father) "... the rough justice that I had when I was younger, right, it was the fact that I never got tested when I was younger, and there was a lot of hassle and still, in my mind, I am peeved, right, by the way that my surgeon treated me and I've heard reports from several other people that he's the same with everybody else, ie he feels like he's acting like God, in effect that he won't give out all the information ..." "I think quite honestly they love the power, these doctors! They hold onto the information and don't like to give it out. There's only been a change in law a few years ago to say that they had to show you your records. They didn't want to, because they like the power." Telling others Both parents did not want others in the family to know about the testing before their children knew. However, the mother's mother had asked after finding out about the hospital appointments and so both of the mother's parents were told and sworn to secrecy. They agreed with the reasons for not telling others and so far this confidentiality had been kept. phenomenon that was found in our earlier study.8 Both parents are very definite and feel strongly about their right to decide about their children's testing. Although they are not antiprofessional about other questions and are quite happy to follow their advice on other health related matters, they do not feel that professionals have the relevant experience or right to make the decision. They have a view about the role and responsibilities of being a parent and consider that having knowledge about the children's risk status is important in allowing them to give support and the necessary information when it is requested.
For these parents, the decision by the clinical team to be guided by their request for testing seems to have done no harm, and appears to have been beneficial in providing certainty and increasing parental confidence. Predictive test results, whether positive or negative, have been found to reduce the distress associated with uncertainty in other high risk groups, those at risk of HD and those at risk of breast cancer.5"314 Although this study is limited by being a single case, the consistency ofthe results with those of other studies suggests a hypothesis that urgently needs addressing in controlled studies:
Complying with requests for predictive DNA testing (including pre-and post-test counselling) in parents wishing to reduce uncertainty about their children's future health is associated with good psychological outcomes regardless of the test results. 
